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Summary

Parenting a child with a learning disability is a unique and often demanding
experience. For some parents, the journey is one of chronic sorrow with stress
and burden common experiences. The learning disability nurse can play a key
role in supporting parents and families by adopting a humanistic approach to

communicating effectively, providing information and working in partnership.

The aim of this article is to highlight to learning disability nurses and all
professionals working with those who have a learning disability the issues arising
for parents of a child with a learning disability. It is hoped that raising awareness
of the issues that parents experience will equip nurses and other professionals
working in the field of learning disability to work more effectively with these
parents and children. This article offers suggestions for learning disability nurses

on how they can enhance their role in supporting parents.



Stress and burden

The news that a child has, or is at risk of, a learning disability is often one of the
most frightening and confusing pieces of information that parents will receive
(Fraley 1990, Beckman and Beckman Boyes 1993). At diagnosis, parents often
describe a state of shock, denial, numbness, confusion and sorrow (Davis 1993,

Saetersdal 1997, Kearney and Griffin 2001, Maxwell and Barr 2003).

The addition of a child in any family will cause disruption in one form or another
and may be a stressor that produces some level of disorganisation. When a child
is born with a learning disability, the rate of disturbance in a family rises to
between 30% and 35% as opposed to 10% to 15% in the non-disabled family
(Davis 1993). This disturbance arises because parents may find it difficult to
maintain a family routine, especially when provision of support services is poorly
co-ordinated (Redmond and Richardson 2003). The literature is unequivocal in
identifying parental experiences in having a child with a learning disability with
two commonly recurring themes, namely, stress and burden (McLinden 1990,
Ray and Ritchie 1993, Dyson 1997, Keating 1997, Kearney and Griffin 2001).
Nevertheless, studies also highlight parents’ positive views of parenting a child
with a learning disability (Hastings et al 2002, Olsson and Hwang 2003,

Redmond and Richardson 2003).

In a comparative study, Dyson (1997) reported that fathers and mothers of



school-age children with learning disabilities expressed significantly greater
amounts of parental stress than fathers and mothers of school-age children
without disabilities. The basis of such stress arose from a variety of sources,
such as visibility of the disability, the educational placement, difficulty in securing
babysitters and lack of information about coping with pre-adolescent problems.
The finding that fathers experienced as much stress as mothers is important.
The father can sometimes be classified as ‘peripheral parent’ (Herbert and
Carpenter 1994) resulting in mothers being provided with more opportunity to
ventilate their feelings. Similar issues were reported by Redmond and
Richardson (2003), who highlighted the financial impact on parents caused by
the mother ceasing employment to care for the child and the cost of accessing
specialised services, such as private physiotherapy or speech therapy. However,
a Swedish study reported parents’ minimised financial strain (Olsson and Hwang
2003). Swedish families with children with a learning disability receive
governmental financial assistance aimed at addressing the impact of additional

costs and loss of income (Olsson and Hwang 2003).

Stresses for parents change in nature over time. Evidence to suggest this was
provided by a longitudinal study of families with developmentally delayed
children, where it was reported that the focus of stress shifted from exclusion,
desperation and the fight for recognition, to acceptance and rights (Saetersdal
1997). McLinden (1990) reported no mention of joy, hope or optimism in a study

involving mothers (n=48) and fathers (n=35). Central themes emerging in this



study were all related to stress, namely worry, fatigue and limited social
relationships, findings consistent with those reported by Rourke (2000). However,
it is important to highlight that many parents attributed their feelings of
depression to work overload and little time left for themselves (Olsson and
Hwang 2003). Moreover, Keating (1997) found evidence to support the view that
parents develop some positive perceptions over time. Although depression, pain,
despair, sadness and emotional exhaustion were central themes in Keating’s
(1997) descriptive phenomenological study drawn from carers (n=28) who had a
child with a severe and/or profound learning disability, respondents also reported
that the child brought positive contributions, as illustrated in the following
comments: ‘| possess a less selfish and more tolerant perspective, with a greater
respect for life and simple pleasures’; ‘My child has taught me to love
unconditionally’; and ‘You grow in awareness and the experience has great
potential for human growth’.

While it is important to highlight that the majority of families with a child who has
a learning disability develop coping mechanisms to continue their lives normally
(Koller et al 1992), some families do not cope so well and experience chronic

SOrrow.

Chronic sorrow

Parents of a child with a learning disability experience fluctuating emotions which

may lead to what is termed ‘chronic sorrow’. Seminal work by Olshansky (1962)



described chronic sorrow as a parental response to a mentally disabled child. He
indicated that parents of children with a learning disability struggled to cope with
the loss of a ‘perfect child’, characterised by recurring waves of grief and
sadness. Teel (1991) also suggested that sadness was exacerbated at critical
periods, such as Birthdays, Christmas, start of school age. She emphasised that
when parents realised that they had a disabled child instead of their hoped-for
child, chronic sorrow ensued. Following their qualitative study of the experiences
of parents (n=6), Kearney and Griffin (2001) concluded that pain and sorrow
were integral to the experience of being a parent of a child with a significant

developmental disability.

Drotar et al (1976) identified a common sequence of reactions in a conceptual
framework, namely, shock, denial, sadness, adaptation and reorganisation. This
framework was similar to the middle-range theory of chronic sorrow proposed by
Eakes et al (1998), derived from interviews with individuals (n=196) who had
experienced loss. This theory viewed chronic sorrow as a normal response to an
abnormal situation and proposed that trigger events, such as milestones, are
closely connected to chronic sorrow.

Drotar et al's (1976) framework of reactions was evident in the findings of a
longitudinal study on parents (n=12) learning to cope with their child’s diagnosis
(Gibson 1995). The parents expressed emotions of bewilderment, shock,
confusion, fright, anxiety and anger. Similar emotions of denial, grief, guilt, anger,

and fear were also reported elsewhere (Johnston and Marder 1994).



The experience of chronic sorrow is triggered differently for mothers and fathers
of children with a severe learning disability. Mallow and Bechtel (1999) surveyed
parents (n=28; 19 mothers and nine fathers) attending a support group using
Burke’s Chronic Sorrow Questionnaire, and reported that patterns of grief and
sadness re-emerged and were more consistent among mothers. Of significance
was the finding that management crises triggered recurring sorrow in mothers,

while comparison with social norms saddened fathers.

Marital pressures

Redmond et al (2002) reported from their study of mothers (n=17) that having a
child with a developmental disability placed a strain on their personal
relationship, with the couple spending little time together. Moreover, decreased
marital satisfaction influenced feelings of support and a sense of isolation
experienced by each parent (Beckman 1996). However, Keating (1997) revealed
that while many parents considered their child to adversely affect the
relationship, some viewed their child as strengthening the relationship. Taanila et
al (1998) reported that many of the parents (n=85) in their study expressed their
marital relationship had become closer. Interestingly, Taanila et al (2002) found
that an indicator of good family cohesion was when spouses supported each

other and shared the caretaking tasks and other housework equally.



Parents’ coping strategies

The coping styles of parents who have children with a learning disability can be
classified into internal and external strategies (Turnbull et al 1986). External
strategies such as acquiring social support and formal support from
organisational and community resources are the most commonly used. Taanila
et al (2002) reported that high-coping families had an optimistic attitude and used
open communication. In addition, parents may find taking up a previous hobby
assists them in coping.

Ray and Ritchie (1993) reported on parents’ (n=23) perceptions of coping
strategies and revealed that practical support and cohesiveness significantly
influenced parents’ coping strategies. This finding is consistent with that of Todd
et al (1993) who reported that support was an important factor in determining the
success with which carers of disabled children coped. Moreover, the role played
by spiritual support and God was linked to maintaining hope. The role of spiritual
support in coping was also reported by Ray and Ritchie (1993). Seeking spiritual
support (and also social and formal support) was identified by parents as the

most important external coping strategy (Turnbull et al 1986).

The manner in which information is given to parents can affect their coping
strategies and adjustments. Truthful information is significant in helping parents
cope with their child. Kerrel (2001) indicated that a lack of information at

diagnosis reinforced feelings of isolation with no support. Similar findings were



reported by Gibson (1995) following a fieldwork study of mothers (n=12). It was
reported elsewhere that adequate information about their child’s disability
appeared to be a ‘very important determinant of parental coping’ (Taanila et al

2002).

Practical strategies also assisted in parents’ coping, with the need for respite
care regarded highly by parents (Datta et al 2002, Olsson and Hwang 2003). It is
important to note that some parents wanted respite care to be provided in their

own homes (Redmond and Richardson 2003).

The nurse’s role in supporting parents

The registered nurse qualified in the specialism of learning disability supports
parents by communicating effectively, providing information and working in
partnership with parents. Positive effects of partnership with nurses were
reported by Leik and Chalkley (1990), who emphasised that involving parents in
their child’s programme helped them to see their child more positively. This
partnership is crucial in the context of reported interprofessional rivalry which can
upset and confuse parents (McCray and Carter 2002). In addition, it is essential
for learning disability nurses to never underestimate the trust that parents place

in them, and to respect this trust at all times.

The greatest expressed need of parents was their need for information regarding

their child’s disability (King et al 1999, Smith and Daughtrey 2000, Balling and



McCubbin 2001). It is argued that sharing information is an important step in
building a working relationship while withholding information can adversely affect
the relationship (Gibson 1995, Beckman 1996). However, mothers of children
with profound learning disability reported that the process of obtaining
information could be ‘haphazard’, with sometimes ‘conflicting answers’
(Redmond and Richardson 2003), further emphasising the need for learning

disability nurses to share accurate and useful information with parents.

Information sharing can be through training to parents and professionals whereby
both parties learn from one another and develop an understanding of one
another’s role and viewpoint (Rourke 2000). Mothers reported wanting a service
that was ‘flexible’ and supportive to the caring role already undertaken by
families, rather than having ‘unsuitable services’ imposed on them (Redmond
and Richardson 2003). Such an approach requires reciprocity between the
learning disability nurse and parent. This reciprocity was proposed in the
‘Partnership Model’, which identified four basic principles, namely, mutual respect
and recognition, sharing of information and skills, sharing of feelings and sharing

of decision making (Carpenter 1997).

Parents reported the stress of having to undergo evaluations to be eligible for
support (Olsson and Hwang 2003). Parents experiencing a sense of

powerlessness and lack of privacy require the learning disability nurse to play a
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key role in minimising this stress by supporting them sensitively and assisting in
co-ordinating services. However, Barr (2006) cautioned that the co-ordinating
role of the community nurse (learning disability) may not be the ‘most effective
use’ of specialist knowledge and skills. Moreover, the community nurse (learning
disability) may experience blurring of roles with other professional workers
(Culley and Genders 1999, McCray and Carter 2002). Nevertheless, a role in co-
ordinating services reflects the view that the learning disability nurse should also
be educated in social work skills (McCray and Carter 2002). Joint programmes in
nursing and social work have resulted in learning disability practitioners who
have a wide range of knowledge in both health and social care needs (Davis et al

1999).

The learning disability nurse also plays a key role in supporting parents to take
time for themselves. However, parents will be reluctant to take this time together
if they worry that their child will not be well taken care of, highlighting the need for
well-functioning respite care (Olsson and Hwang 2003). Furthermore, the
learning disability nurse has the potential to raise parents’ self-esteem by helping
them ‘identify priorities in life besides the care of their children’ (Tam and Cheng
2005). Parents with a more positive concept of self may use external coping
strategies, such as joining training courses or attending self-help groups (Tam

and Cheng 2005), or taking up a previous or new hobby.
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The ‘human-to-human relationship‘ proposed by the American nurse theorist,
Joyce Travelbee (1971), is also useful in understanding the essence of the
learning disability nurse’s role. This relationship involves a rapport whereby the
nurse can assist parents to find meaning in their experience (Travelbee 1971).
Such a relationship fosters the needs of the family where the nurse perceives,
responds to and appreciates the uniqueness of the parent, with compassion,
honesty, empathy and sympathy being fundamental characteristics of the
relationship. This relationship was highlighted by Ford and Turner (2001) in a
hermeneutic phenomenological study with nurses (n=4). The nurses interviewed
described the significance of forming a ‘special relationship’ with the child and the
family. Such a relationship was enriching, with nurses expressing personal
growth as a result of their relationship with the child and family. Ford and Turner
(2001) also reported that the development of trust between the nurse and family
should be established before forming this relationship, consistent with findings
reported elsewhere (Simeonsson et al 1995, Thorsteinsson 2002). Such trust is
promoted when professionals acknowledge their self-awareness in the parent-
professional relationship (Kirk 2001). Acute self-awareness is essential, as active
and focused listening is a key skill in developing partnership with parents
(Beckman 1996). Furthermore, self-disclosure requires an acute degree of self-

awareness, which develops over time and with experience (Dowling 2006).

Good listening involves listening to what is being said as well as how it is said

and what is not said. Parents should be listened to. Mothers in Redmond and
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Richardson’s (2003) study expressed a need for emotional support and having
someone to talk to. However, learning disability nurses should remember that
there can be considerable difference between the emotions professionals
perceive families are experiencing and the emotions parents report themselves
(Simeonsson et al 1995). This further emphasises the need for sharing of

feelings in the nurse’s relationship with parents.

Empathy is an important building block in the relationship (Davis 1993, Beckman
1996). It is the art of being able to understand and feel for a family without
becoming over-involved. Nurses should recognise that chronic sorrow is an
understandable and ‘non-neurotic response to a real-life tragedy’ (Krafft and
Krafft 1998). Nurses’ knowledge of chronic sorrow theory can empower them to
help parents make better sense of their emotions. However, it is important to
acknowledge that parents respond uniquely in their mourning process and

nurses should remain open to each parent’s unique response.

Conflicting opinions surrounding the advocacy role of learning disability nurses
for their clients were highlighted by Llewellyn (2004). However, it is argued that
the learning disability nurse should act as an advocate on behalf of the family as
they may not have the stamina to seek out assistance when needed (Krafft and
Krafft 1998). This was clearly illustrated in the following comment from a
participant in Olsson and Hwang’s (2003) study: ‘The power you need to take

care of the child is wasted on finding out about services...”. There is therefore a
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need for learning disability nurses to expand ways in which they can share in
information gathering and decision making with parents. This latter point further
emphasises the relevance of health and social work skills required by learning

disability nurses (McCray and Carter 2002).

Conclusion

Having a child with a learning disability requires parents to deal with and adapt to
new and extensive demands. The personal coping strategies that parents adopt
can be sustained by support from the learning disability nurse. Parents’ emotions
are not static but constantly react and change over time and in response to
situational factors. The learning disability nurse can be instrumental in providing
much-needed support for parents through a humanistic approach. Establishing a
rapport where there is honesty, trust, compassion and flexibility is essential.
Learning disability nurses should have a passion for their role, support and
educate with humour and hope and embrace a commitment to develop the
potential of each client, in a climate of genuine respect. Ultimately, the child will

reap the benefits.
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